Introduction
Considerable research has assessed the impact of disability on siblings, based largely on the premise that having a sibling with a disability must inevitably be negative or 'bad' for children, although more recent research has questioned this premise. 1, 2 Disability is not randomly distributed throughout the general population and many factors, including poverty, 3 may in part explain differences between siblings from families with or without a child with a disability. Contrary to what might be expected, the literature does not always support the view that siblings' personal development and emotional well-being are inevitably damaged by having a brother or sister with a disability. This includes inconsistent reports on siblings' loneliness, depression, locus of control and self-efficacy, although there is some evidence that behavioural problems and emotional distress increase with the severity of the disability. 1, 4, 5 There is some evidence that information about disability helps siblings to cope, 6, 7 and that siblings with limited or no information are more likely to experience difficulties. 6, 8 Much of the literature on the effect of disability on siblings has focused on childhood cancer, life threatening-disorders and children with profound learning disabilities; there are very few studies with the siblings of children with epilepsy. Limited research has suggested that childhood epilepsy is more likely to be emotionally upsetting for siblings than other diseases. 5, 9, 10 Siblings of children with chronic epilepsy are reported as being more disturbed than siblings of children who are newly diagnosed or have well-controlled epilepsy, 5, 11, 12 although other evidence has shown that siblings' adjustment is more related to parent and family stress than siblings' own experience of stress and coping resilience. 13 A recent study based on parental reports suggested that the impact of epilepsy on the lives of siblings is more severe than previously reported. 5 Although these findings are important, they should be treated with caution as parents consistently report more difficulties among siblings than when accounts are obtained directly from siblings themselves. 2 Previous publications have used personal accounts from siblings to provide them with support. [14] [15] [16] This could be particularly helpful for siblings, who may feel that they have responsibilities Seizure 18 (2009) Background and purpose: There is conflicting evidence about the impact of disability upon siblings, and very little research on the siblings of children with epilepsy. There is some evidence that siblings who have less accurate information exhibit more distress. The aim of this study was to assess siblings' response to having a brother or sister with epilepsy and to begin to develop information for them. Methods: Parents of children attending paediatric neurology outpatient departments were invited to participate in a pilot study. Parents who consented to take part were asked if they had previously received information for siblings. Parents and siblings participated in a semi-structured interview and siblings were also invited to submit a personal account of living with a brother or sister who had epilepsy.
Results: Twenty-five families with a child with epilepsy aged 2.5-15 years initially agreed to take part. None of the families stated that they had ever seen or received any information specifically for siblings. Fourteen siblings from the 25 families, aged 8-25 years, provided a personal account of what it was like living with a brother or sister with epilepsy. Siblings' accounts included both negative and positive feelings, and specifically feelings of care and love for their sibling.
Conclusion:
This initial study suggests that siblings of children with epilepsy have many positive but also early negative feelings. The results are limited by the size of the study, the fact that most siblings were older sisters, and the mean time since diagnosis was 6 years. Finally, it is hoped that the personal accounts collected in this study will be published for the benefit of other siblings of children with epilepsy. ß 2009 British Epilepsy Association. Published by Elsevier Ltd. All rights reserved.
for their brothers and sisters, to hear about others' experiences, as it has been suggested that behavioural difficulties among siblings are likely to be related to 'burden of care'. 17 The aims of this initial study were to find out whether any information was, or had been made available to parents for siblings of children with epilepsy, and then to collect personal experiences and accounts from siblings which could later be used as support for other siblings.
Methods
Families who attended two paediatric neurology and epilepsy clinics at Alder Hey Children's Hospital (Liverpool) and Newcastle General Hospital were invited to participate in the study. The majority of the children who attend these clinics have chronic and predominantly drug-resistant epilepsy, usually in association with learning difficulties. The families were consecutive families in which there was at least one sibling aged 5 years and above and who did not themselves have epilepsy or any other medical condition. It was considered that children aged less than 5 years would be unable to provide independent accounts of their experiences.
Ethical approval was obtained from the Liverpool and Newcastle Research and Ethics Committees. Twenty-five families initially agreed to take part and were provided with information about the study.
Of the families that agreed to participate in the study, parents were asked whether they had ever been offered, or had read any material for siblings about epilepsy, and whether they thought this would have been useful. Siblings were then personally approached by either of the authors and invited to write a personal account of their experiences and feelings about living with their brother or sister with epilepsy. All accounts were written in their homes. The siblings were encouraged to freely express whatever they considered as important issues and their parents were requested to avoid influencing or changing what they wrote. The unedited accounts were then read by the first author and an assistant psychologist (who was unaware of the aims of the study) who identified recurring themes using content analysis, in particular looking for positive and negative statements from siblings. Themes were compared and any differences discussed until agreement on the most commonly recurring themes could be reached.
Results
Twenty-five families initially agreed to participate in the study. All the families were white and British. Parents from all 25 families stated that they had never received, or were aware of, any written or verbal information about the effect of a child's epilepsy on siblings, and would have found this very useful. Subsequently, only 14 siblings from the original 25 families felt able to participate in the study and provided written accounts of their experiences and feelings. None of the families had more than one affected child with epilepsy. The children with epilepsy were aged between 2.5 and 15 years and 11 were boys. Epilepsy had been diagnosed between 3 and 15 (mean, 6) years prior to the study and most had poorly controlled epilepsy (none having experienced more than 30 days seizure-freedom in the preceding 6 months at the time of the study). All 14 had experienced tonic-clonic seizures and most had also experienced other seizure types. Twelve of the 14 children (71%) had additional moderate or severe learning difficulties.
All the siblings were full siblings. One of the siblings was 25 years old and the remaining 13 were aged between 8 and 18 years. Nine of the 14 siblings were girls. Twelve siblings were older than their brother or sister who had epilepsy. The 25-year-old sibling was enthusiastic about being involved in this study and sharing her experiences, and because she had 'grown up' with her sibling's epilepsy for over 15 years, it was felt appropriate to include her account and comments in the study.
In their personal accounts of life with their brother or sister, approximately half included negative statements about the impact which their brother or sister had on them personally, particularly early on, complaining about behaviour, feeling lonely, anxious or just 'different': 'When Harry's epilepsy first started, I felt very sad and very worried about him. I hoped he wouldn't die, as I didn't understand at first. I cried a lot when I went to bed. I felt very lonely' (10-year-old sister) .
Others wrote about the negative impact that the child with epilepsy had on the whole family: 'He follows my mum and dad all the time, he walks behind them, but he needs someone to help him. He wants to follow my mum because he doesn't want to be on his own. It is difficult for my mum and dad to get on with jobs' (12-year-old sister). Another described how: 'We love him for who he is, although sometimes I'd quite happily swap him for a quieter brother who didn't want so much of mummy's time and attention' (9-year-old sister).
Fear and anxiety were mentioned by some siblings, usually related to concern about what would happen to their brother or sister in a seizure, or what they would do if they were in the house alone with them: 'I get scared when he has a fit and has to go to hospital' (8-year-old sister). Three children specifically stated that they had received no emotional support from their parents after the diagnosis of their sibling's epilepsy.
As anticipated, the availability of information on epilepsy was important, with two children specifically mentioning how having information, reduced their anxieties: 'My mam had always said watch out for Lewis in case he has a fit.
Since then I have known what to look out for. I'm glad that my mam told me what to do' (15-year-old brother). This was echoed by another sibling: 'Mum didn't tell me anything at first but I worry less now that I know, because I know what to do' (10-year-old brother).
A few children commented on the responsibilities they felt for some of their sibling's care, irrespective of whether the parents were in or out of the house, almost as if they were the parent's extra 'eyes and ears': 'I need to be there quite often to look out for him' (12-year-old sister) and 'I feel as though my parents sometimes depend on me when they go out shopping' (16-year-old brother). Another commented that he felt that it was he and the other siblings in his family who encouraged his brother with epilepsy to lead as normal a life as possible because his parents were continually 'exhausted' or 'shattered' and 'couldn't think of anything else but his fits' (12-year-old brother).
Acceptance of their sibling's epilepsy was clearly important: 'It is not easy at first and it took a while for it to sink in, but after a time you realise that epilepsy is going to be part of his life, no matter what we as a family do for him' (18-year-old brother).
The majority of siblings reported very clear positive statements about their brother or sister, saying how much they loved them, often adding that they would not change them: 'I wouldn't change him for anything; sometimes I say I would, but I wouldn't' (12-yearold sister). Some siblings remembered how their earlier experiences had been more negative: 'Now I'm used to his epilepsy, even though he still has lots of seizures every week'. This brother ended by saying how much he loved his brother, 'I love M enormously. He makes me laugh' (10-year-old brother). Another sibling described how epilepsy had been very disruptive to her life when her brother was younger and his fits were more uncontrolled; however, she ended by stating, 'What matters is you love this person and you do everything you can to help them. It is hard and it may never become easy, but we cope.' She also added, 'I would never change my brother, and I don't resent him for my life being different to my friends' (14-year-old sister).
The same theme was echoed by the oldest sibling to describe her feelings: ''That's what a strong family is all about, being there for one another and getting through what life throws at you together. You have to make the best of any situation and look at the positive things in life rather than the negative. That always helps'' (25-year-old sister).
Discussion
In this initial, narrative study, no family had read nor had been informed of any written information for the siblings for children with epilepsy, but all stated that they would have welcomed some information. Two siblings independently expressed that information specifically written for them would have been helpful. Although it was anticipated that the responses from this selected group would not necessarily be representative or reflect the views of a larger population, there was a large positive response reported by siblings. It was also clear that although negative feelings were common, particularly in the early stages after their sibling's epilepsy had been diagnosed, these were frequently replaced by a warm and caring approach, a phenomenon that has been reported previously. 18 A common theme of the current study was that of siblings' own acceptance of their brother's or sister's epilepsy and having to come to terms with the seizures. Siblings accepted their brothers and sisters for who they were, and as a number stated, they loved them and 'would not change them for the world.' A slightly less common theme was the responsibility that many siblings felt towards the brother or sister, as has been reported previously. 5 In the current study, this included trying to ensure that they were never alone, and letting their parents know when they had a seizure.
Siblings were approached a mean of 6 years after their brother's or sister's epilepsy had been diagnosed, which arguably might have allowed time for them to come to understand and 'accept' their brother's or sister's epilepsy. This may be important information to convey to other families, because experiences such as these could bring hope to other families if siblings are felt to be struggling and demonstrating difficult patterns of behaviour soon after their brother or sister's diagnosis.
It is certainly possible that the siblings' views in this study may well not be representative as only those who had positive views may have agreed to share their experiences and feelings. Those siblings with particularly unpleasant experiences or with predominantly negative thoughts, or both, may have felt uncomfortable, embarrassed or in some way guilty of discussing or expressing these thoughts on paper and therefore declined to participate in the study. Unfortunately, it would be difficult to completely avoid this potential bias in a future study. Data were not collected on siblings whose families did not agree to become involved in the study, or those siblings whose parents agreed, but then the siblings did not subsequently wish to participate.
The low response rate from siblings is disappointing and a higher rate might have been expected in view of the lack of available information for siblings and the authors' hope (which was conveyed to the families and siblings), that this study would help to provide this information. Clearly, the poor response could justifiably be regarded as being a limitation of this study. Additional limitations include the fact that the majority of siblings were older sisters, and that only very few responses were received from siblings whose brother or sister had well-controlled epilepsy or epilepsy without an accompanying learning difficulty and these may significantly affect the psychosocial impact. 19 Nevertheless, this study does provide interesting and broadly encouraging findings. It is hoped to undertake a larger study, and specifically to see whether the same themes emerge, including in children who have epilepsy without the potential confounding factor of learning difficulties. It would also be interesting to repeat the study in other ethnic groups.
Whether or not siblings are distressed, the provision of information for them is important in their perceived support. [6] [7] [8] Parents tend to give selective information to siblings, particularly when they are under stress, 6 when their own information is limited, 17 or when they believe they should not tell their children everything. 14 One of the strengths of the current study is that, through personal accounts, it reports individuals' concerns and feelings exactly 'as it is'. This approach was recommended by the authors of a recent study who acknowledged that the best way to obtain the views of siblings would be to ask them directly, rather than indirectly through their parents' view point. 5 An additional strength of the study is that it provides information on siblings' feelings from soon after the diagnosis of epilepsy and up to many years later. In order to investigate whether sharing these themes will be useful to siblings, we are now publishing a booklet containing the unedited accounts and stories that will be given to those siblings who would like to receive a copy.
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